Objective: This study aimed to explore the perspectives of caregivers regarding the information and support they received following diagnosis of their child's hearing loss.
deal with the identification of hearing loss, most parents felt earlier diagnosis was beneficial in order to access earlier intervention.
In addition to the challenges faced by caregivers regarding the provision of information at diagnosis, caregivers have also reported feeling overwhelmed by the decision they must make following this information regarding their child's educational intervention and questioned whether they had enough information to select an appropriate communication mode for their child (Eleweke & Rodda, 2000) . In relation to this, a body of research has highlighted that many parents are strongly influenced by the information they receive from professionals (Crowe et al, 2014a; Eleweke & Rodda, 2000; Li et al, 2003; Roberts et al, 2015; Steinberg et al, 2003) , especially in the period immediately after the diagnosis of their child's hearing loss (Eleweke & Rodda, 2000) .
Thus, it is clearly important to consider the potential influences of information provided to parents at diagnosis regarding communication mode and early intervention options. Decker and colleagues (2012) conducted an online survey with 36 parents of children with hearing loss in the US regarding the information they received at diagnosis and how they felt this information influenced their decisions. Findings revealed that parents who chose an oral communication method received information from sources that were more likely to align with a medical model of hearing, such as speech pathologists and audiologists. In contrast, parents who chose to incorporate sign language were more likely to receive information from a wide range of other sources such as friends, family members, and commercial agencies. Despite parents reporting that the main source of influence was their own judgement and the other parent's opinion, Decker and colle agues questioned whether parents may have internalised the views of professionals and hence, believed that they were influenced by their own decisions rather than outside sources.
Research to date has clearly highlighted the important role that professionals play in providing information and support to parents following a diagnosis of hearing loss.
However, despite the important contribution these studies have made to the literature, the majority of these studies have used a single survey methodology to collect data, potentially limiting the scope of information that could be gathered from parents. Further research with a larger number of participants, including qualitative data, is required to explore parents' perspectives of the diagnosis and intervention decision process, and importantly, a population-based study that includes children with hearing loss who had access to early diagnosis and early intervention. Such research is especially vital now that universal newborn hearing screening has been implemented widely across the world, including Australia . In order to obtain findings relevant to Australian families exposed to early management of hearing loss, this study aimed to explore the perspectives of caregivers across Australia on the information and support received during the diagnostic period, and their satisfaction with these services.
Method

Research Approach
This study utilised a mixed methods sequential explanatory design, consisting of quantitative and qualitative phases. Mixed methods research is beneficial because it allows research questions to be explored that could not be answered by quantitative or qualitative methods alone (Creswell & Plano Clark, 2011) . A sequential explanatory design was chosen for this study as it provides the opportunity to further explore the quantitative data collected in Phase 1, with the use of a qualitative method in Phase 2 (Creswell & Plano Clark, 2011; DiCicco-Bloom & Crabtree, 2006) .
The data for Phase 1 of this study were collected through the Longitudinal Outcomes of Children with Hearing Impairment (LOCHI) study , with data for Phase 2 collected subsequently as an extension of the LOCHI study. The LOCHI study is a population-based cohort study of Australian children with permanent hearing loss designed to examine the speech, language, academic, psychosocial, and functional outcomes of these children in a prospective manner. Families residing in the Australian states of New South Wales (NSW), Victoria (VIC), and Southern Queensland (QLD) were invited to participate in the LOCHI study if their child with hearing loss : (1) was born between 2002 and 2007; and (2) In NSW, the UNHS program achieved >95% coverage in 2003. On the other hand, the roll-out of the program was a staged process in QLD and VIC, with different regions of each state commencing screening progressively over periods of 2 and 6 years respectively ). Australian Hearing is the national service provider for children, adolescents, and young adults with hearing loss. Once enrolled in the study, children were evaluated at 6 and 12 months after initial fitting of hearing aids or cochlear implantation, and subsequently at chronological ages of 3, 5 and 9 years of age. Ethical approval for this study was obtained from the Behavioural and Social Sciences Ethical Review Committee of The University of Queensland and the Australian Hearing Human Research Ethics Committee.
Phase 1
Participants. The caregivers of all children participating in the LOCHI study were asked to complete a questionnaire as part of the assessment battery. The questionnaire consisted of a range of open and closed response questions, related to demographic information and recollections of the services and information they received at the time of diagnosis of their child's hearing loss. Caregivers received the questionnaires by post, and were asked to return the completed forms either by post or in person to the researcher who performed direct assessments of the children. Of the 457 families who were sent the questionnaires, valid responses were received from 445 caregivers. Participant demographics are presented in Table 1 . Respondents had children who were, on average, 27.9 months of age at the time of data collection (range = 5.3 -79.8 months; SD = 17.7 months). The mean duration between age at diagnosis and data collection was 21.7 months (range = 5 -76 months; SD = 15.03 months). For two families, either the teacher or interpreter, assisted in completing the questionnaire in the form of an interview with the caregiver, and are therefore in both these cases, the teacher and interpreter are reported as the participant in Phase 1.
[Insert Table 1 (1) written information; (2) discussion with audiologist; (3) discussion with general practitioner; (4) discussion with medical specialist (e.g., pediatrician, ENT specialist); (5) discussion with teacher/habilitationist; (6) professional support/counselling; and (7) support from another parent/parent support group. Caregivers were instructed to select all responses that applied, and if they wish, to provide some comments in the space provided. The second question aimed to determine the level of satisfaction of the caregivers with the information and/or support provided. Therefore, a rating scale was provided, together with an invitation for comments.
Specifically, the second question asked: "How satisfied were you with: (a) the personal/emotional support; and (b) the information you were given at the time you learned your child had a hearing loss?" Caregivers were asked to rate their satisfaction with regards to the personal and emotional support and the information they received on a scale from 1 to 5 (1 = not satisfied; 3 = OK; 5 = satisfied). Respondents also had the opportunity to provide further qualitative comments on these questions.
Analysis. Descriptive analysis was conducted on the data to explore what information and support was provided to caregivers at the time of diagnosis, and their satisfaction with these services. Additional qualitative data from the open-ended questions was analysed using summative content analysis. Summative content analysis is a flexible method for analysing text data (Hsieh & Shannon, 2005) . It involves firstly identifying and quantifying certain words in the text, and then categorizing these words or phrases, with the occurring frequency listed beside each category. Latent content analysis was then used to interpret the text data, as this method focuses on discovering the underlying meaning of the content (Babbie, 2010) . This analysis subsequently informed the design of Phase 2 of the study, including the aims and methodology of Phase 2.
Phase 2
Participants. Five parents, from three families, participated in Phase 2 of this study (see Table 2 for participant demographics). Two of the three families resided in Queensland, with the third family residing in Victoria. These families were recruited as part of a sub-study to the LOCHI project, which had a focus on exploring the nature of parental involvement in the intervention of children with hearing loss (Erbasi et al., in press ). Parents were eligible for this sub-study if their child with hearing loss had a nonverbal cognitive ability score of ≥85 (Wechsler Non Verbal Scale of Ability; Wechsler & Naglieri, 2006) and had received educational intervention over the past 3 years. A letter of invitation to participate in this substudy was sent to 224 eligible families with a reply-paid envelope. A total of 51 families expressed an interest in participation. Due to time and resources, 3 families who provided informed consent were recruited using maximum variation sampling to reflect families of children who were diagnosed at different ages, with different degrees of hearing loss, and where fathers, as well as mothers consented to participate in an interview. Maximum variation sampling is a form of purposive sampling that is used in order to provide diverse perspectives and capture common patterns that are shared among the cases explored (Patton, 2002) .
[Insert Table 2 about here]
Procedure. Following analysis of Phase 1 data, individual semi-structured in-depth interviews were conducted with parents to expand on the results of Phase 1. These interviews were conducted as part of the broader sub-study exploring parent involvement in the early intervention process (Erbasi et al., in press ). The interviews were conducted by the second author (EE), an experienced audiologist, unknown to the families. Each participant was interviewed in their own home, with the parents from Family 1 interviewed together, and the parents of Family 2 interviewed on separate occasions . The interview questions for the current study were designed to increase understanding of specific issues raised in Phase 1, including further exploration of parents' satisfaction and experience with the information and support provided to them after the diagnosis of hearing loss in their children. The current study employed a similar case study design to that used by Eleweke and Rodda (2000) , who examined the factors contributing to a parent's selection of a communication mode for their child with hearing loss. Case study method designs are beneficial because they enable various data to be studied in relation to each other and from different aspects (Gummesson, 1988) . In particular, this methodology allows for tailoring the design and data collection procedures to the research question (Meyer, 2001) . In-depth interviews are often used in case study method designs (Meyer, 2001 ), as they allow for documentation of a participant's perspective on the topic, active engagement from both the interviewer and interviewee to identify and discuss issues, and flexibility and scope for further probing in the discussion of an issue (Simons, 2009) Analysis. Qualitative thematic analysis using the 6-phase approach described by Braun and Clarke (2006) was undertaken in order to identify relevant themes relating to the research aims. Thematic analysis aims to place emphasis on the meaning of data, and the description and experiences of participants (Braun & Clarke, 2006; Simons, 2009) .
As described by Braun and Clarke (2006) and implemented by researchers including Eleweke and Rodda (2000) and Russ et al., (2004) , codes and quotes from the case study interviews were initially extracted via detailed reading and re-reading of the interview transcripts. A process of inductive coding was used to identify patterns and meanings relevant to the research question throughout the entire dataset. These codes were then collated into potential themes to create both overarching themes and subthemes that captured the experiences of the parents in this study regarding the information and support they received at diagnosis of their child's hearing loss.
Following identification of these themes and sub-themes, the coded transcripts were reviewed in order to ensure that the identified themes reflected the interview data.
Themes were refined and transcripts were subsequently re-coded during this continuous and iterative process (Braun & Clarke, 2006) .
Rigour.
The authors used a number of techniques in order to ensure the trustworthiness of the data collected and analysed. Firstly, data was triangulated by asking the same questions of both the mothers and fathers who participated in the study.
Examination of this data revealed that the data was consistent between the two sources.
Secondly, the research team regularly reviewed the findings throughout the data analysis process, with regular research meetings being held with the first, second, and third authors, who reviewed the coding of the data and discussed the emerging findings, reorganising and refining each theme in line with the consensus reached by the team.
Finally, following completion of the data analysis, participant checking was conducted, with participants being sent a written summary of the main findings and asked to provide feedback. Responses to this process were received from all 5 parents, who supported the investigators interpretation of their experiences and perceptions of the information and support they received following diagnosis of their child's hearing loss.
Results
Phase 1
Information and/or support provided to caregivers. Table 3 provides a summary of the responses to Question 1 of the survey, showing that majority of caregivers received information from discussions with an audiologist or written sources.
Only about 6% (n = 28) of caregivers reported having received information from another parent or parent support group.
[Insert Table 3 about here]
Caregiver satisfaction with personal/emotional support from service providers. The vast majority of caregivers (85.3%; n = 1540) indicated on Question 2 that they were satisfied (i.e., provided a rating of 3, 4 or 5) with the personal/emotional support they received from service providers following diagnosis of their child's hearing loss. Although consistently high, the level of satisfaction with personal/emotional support varied across service providers with caregivers reporting the highest level of satisfaction with their teacher/habilitationist (94.1%; n = 207), closely followed by the audiologist who provided the hearing aids (92.3%; n = 207), other parents (87.7%;n = 100), counsellor (85.7%; n = 96), medical specialist (82%; n = 278), diagnostic audiologist (79.6%; n = 313), and finally, their general practitioner (78.1%; n = 185). A total of 14.7% (n = 266) of respondents across the sample reported that they were dissatisfied (i.e., provided a rating of 1 or 2 across all the service providers) with the personal/emotional support provided by their services providers, particularly the general practitioner (21.9%; n = 52) and the diagnostic audiologist (20.4%; n = 80). Further details regarding caregiver's satisfaction with the personal/emotional support given by service providers is outlined in Figure 1 .
[Insert Figure 1 about here] Caregiver satisfaction with information from service providers. Similarly to caregiver satisfaction with the personal/emotional support provided by service providers, the vast majority of caregivers (85.5%; n = 1613) also indicated on question 2 that they were satisfied (i.e., provided a rating of 3 or above) with the information they received from service providers. Although consistently high, the level of satisfaction with information provided by service providers varied, with caregivers reporting the highest level of satisfaction with information from their teacher/habilitationist (95.8%; n = 204), closely followed by the audiologist who provided the hearing aids (92.7%; n = 345), written information (91.1%; n = 163), other parents (89%; n = 89), counsellor (84.5%; n = 87), medical specialist (83.2%; n = 267), diagnostic audiologist (82.8%; n = 345), and finally, their general practitioner (66.1%; n = 146). A total of 15.1% (n = 273) of Scarinci Parent Perspectives of Information and Support 14 respondents reported that they were dissatisfied (i.e., provided a rating of 1 or 2) with the information they received from services providers, particularly their general practitioner (33.9%; n = 75), the diagnostic audiologist (17.2%; n = 65), and their medical specialist (16.8%; n = 54). Further details regarding caregiver's satisfaction with the information provided by service providers is outlined in Figure 2. [Insert Figure 2 about here]
Open ended responses regarding satisfaction with personal/emotional support and information. In addition to the closed response questions, caregivers also had the opportunity to provide additional comments about the personal/emotional support and information they were given at the time of diagnosis of their child's hearing loss.
Analysis of the 91 additional comments provided by caregivers revealed a range of perceptions and experiences from these caregivers, with seven categories and a number of sub-categories identified in the data. Whilst 23 out of the 91 additional comments (25%) made reference to the services and advice received being supportive, a number of comments provided by caregivers indicated that there was limited support provided at initial diagnosis, including a delay in accessing services and confirmation of the results of the hearing test, and a breakdown in information transfer between hearing professionals and caregivers, including misinformation and a perceived lack of professional knowledge. Caregivers also made reference to the diagnosis being an overwhelming shock, with some respondents recommending that a counsellor be present at the time of diagnosis. The list of categories and their corresponding frequencies in the data are displayed in Table 4 .
[Insert Table 4 Frustration about having to be referred onto an ENT surgeon for further information following the diagnostic test was echoed by another parent who said: "So we went to the audiologist and she wasn't allowed to say anything, which was very frustrating. We had to go to the specialist to get the official diagnosis" (Mother, Family 2).
Parental emotions at diagnosis. It was apparent that parents felt a range of emotions when their child was diagnosed with hearing loss. It was described by one Understanding the role of service providers at initial diagnosis is a confusing process. Following the initial diagnosis of hearing loss from the audiologist, parents reported that they were required to navigate a range of service providers and professionals. Parents in the study noted confusion surrounding the role of various professionals with one parent saying "I didn 't understand Information provided in the early stages: The next step. Participants in the study received information from a range of sources including medical professionals and written sources. All parents reported receiving information from the ENT surgeon. Overall, parents commented that the information provided by the ENT during the early stages was minimal, with one parent stating, "he drew a little picture about the ear and -no I don't recall much information. It was very short" (Mother, Family 1). Another parent highlighted that the ENT surgeon only provided her with the names of three early intervention centres on a piece of paper: "I was just given this little piece of paper with three phone
numbers and three names that meant nothing to me. I didn't know what early intervention meant. If you haven't been part of it you don't know what those words mean.
So those words are being handed to you as though you understand what it means, but you've got no idea at all" (Mother, Family 3). Another family commented that the ENT
"just sent us to [early intervention provider]" (Mother, Family 1), and no other options were provided at the time.
With regards to written information, one parent responded that she was prov ided with the written information booklet "Choices". Choices is a booklet designed to guide parents and families of children newly diagnosed with hearing loss through the first six months. Confusion surrounded the information provided in the booklet, with the
participant commenting that "… the Choices booklet I just found bewildering just trying to go through it myself" as the booklet "seemed to be talking about the different early intervention models but we didn't know which centres were attached to those different models" (Mother, Family 2).
Another parent reported that although she received written information from Australian Hearing, it would have been helpful to receive written information from the ENT as well. She noted that,
It wasn't well managed in terms of the information. There was no printed flyer that could have had just some very basic straightforward information about what Australian Hearing does, what the cochlear implant clinic does, what early intervention is, their contact numbers, this is the likely process … some broad general information sheet would have been terrific (Mother, Family 3).
After accessing a range of information from various early intervention providers and professionals, parents discussed the need to make decisions quickly regarding their choice of communication mode and early intervention provider for their child. Although one parent reported that service providers encouraged them to take their time to consider all options, parents still felt that they "had to make a really quick choice" (Mother,
Family 2) because "we wanted to get things underway and were reading about earlier is better" (Mother, Family 2). Another parent stated that he thought "there's hardly any time required to make this decision" (Father, Family 2) . Thus, the desire to make decisions quickly was important to the families in this study.
Discussion
This study aimed to explore the perspectives of caregivers regarding the information and support received during the diagnosis of their child's hearing loss and their satisfaction with these services. The study used a two-phase approach to answer these research questions. In the Phase 1 written survey, it became apparent that the most common sources of information for caregivers at the time of diagnosis were through discussions with an audiologist and/or written information. Parents who participated in the Phase 2 in-depth interviews reported receiving the majority of information from specialist medical professionals, including ENTs. This finding is consistent with the study by (Decker, et al., 2012) who also found that most parents (71%) received information from an audiologist and medical professionals.
A positive finding from Phase 1 of this study was that the overwhelming majority of caregivers reported being satisfied with the personal/emotional support and information provided by service providers. This finding is consistent with Robert et al's (2015) qualitative study, where most parents reported a high level of satisfaction with medical, audiology, and early intervention services, providing further evidence that, for the majority of families, existing support systems appear to be effective in terms of providing information and support. Interestingly, the high level of satisfaction reported by participants in the current study is higher than the overall satisfaction reported by the 82 parents of children with hearing loss in the Russ et al., (2004) study, where only 24% of parents reported being satisfied with the diagnostic period.
It is important to note however that despite the majority of caregivers in the current study being satisfied with the support system, approximately 15% of caregivers reported feeling dissatisfied with the personal/emotional and informational support from some service providers, particularly their general practitioner and the diagnostic audiologist. Interestingly, each of these service providers would most likely align with a medical model of hearing (Senghas & Monaghan, 2002) in their interactions with caregivers. Although the medical approach is an important component of the early diagnostic period, with a justified focus on the medical diagnosis of a hearing loss, and early intervention options from a medical perspective, it is possible that the personal/emotional needs of some caregivers are not necessarily being met by these professional groups. This highlights the importance of ensuring medical professionals and diagnostic audiologists are aware of the support needs of families during this period.
In addition, as research indicates that parents who receive initial information from professionals working within a medical model of hearing may be less likely to pursue other sources of information such as friends, families, and other agencies (Decker et al., 2012; Kluwin & Stewart, 2000) , it is essential that professionals provide objective, clear, and sufficient information to parents, so that they can source the information they need to make informed decisions for their individual child and family (Graval & O'Gara, 2003) .
The fact that the majority of respondents in the current study received written information is a positive finding, as the provision of written health information has been identified as an important consideration for parents of children newly diagnosed with hearing loss (Fitzpatrick et al., 2008) . In the Australian context, the provision of written information about childhood hearing loss and choices is part of the audiological protocol of the national hearing service provider, Australian Hearing, for families with children newly diagnosed with hearing loss (Choices, Australian Hearing, https://www.hearing.com.au/wpcontent/uploads/2013/09/4712_1173929249618_Choices-national.pdf). The present study did not investigate other sources of written information that the families might have received or accessed.
Whilst the vast majority of caregivers were satisfied with the information provided by service providers, additional comments provided by respondents on the written survey revealed that some caregivers felt that the support and information provided at initial diagnosis was limited. These findings were elaborated by parents in Phase 2 of the current study, with some parents reporting that they received information from a range of health professionals, including audiologists and ENTs. However, discussions with these professionals were reported to be short, with minimal written information and support offered at this time. Literature has suggested that information required by parents is not limited simply to information specifically about the hearing loss, but also prognostic information, and information related to educational intervention and other resources in the community, such as parent support groups and home support services (Fitzpatrick, et al., 2008) . Another important consideration is that given written information appears to be a major source of information, service providers should be aware of the readability of the written information, especially for families with lower levels of education and for families when English is not the primary language, who may be placed at a disadvantage if they are not able to access written information. Health literacy is quickly growing momentum as a key consideration in providing health information and services to patients and families so that they are able to make appropriate health decisions, navigate the healthcare system, and share information with service providers (Ratzan & Parker, 2000) . Given research in the US sugges ts that approximately one-third of adults have basic or below basic health literacy (Kutner et al., 2006) , service providers should also consider the importance of providing information in both written and verbal forms. Importantly, written information should abide by basic health literacy principles such as prioritizing 'how to' information for caregivers (Seligman et al., 2007) and emphasizing small practical steps (Cent ers for Disease
Control and Prevention, 2009).
The qualitative nature of the analysis of comments provided by parents in Phase 1 and the interviews conducted with three families in Phase 2 increased understanding about the specific areas of concerns in decision-making that have implications for service providers. When the families had the opportunity to share in-depth information through interviews, they described feeling a need to make fast decisions about their child's early intervention, and feeling dissatisfied with the information provided by hearing professionals relating to this decision. This is consistent with the findings described by Hyde et al. (2010) , who reported that parents have felt pressure to choose an assistive technology (i.e., a cochlear implant) almost immediately after diagnosis, without information provided on the procedure, rehabilitation process or expected outcomes. It is important that the decision-making process is not rushed and parents should be aware that they can take the necessary time to make an informed decision (Duncan, 2009 ).
Further, a small number of parents in this study also indicated that they received misinformation and a perceived lack of information from hearing professionals.
Dissatisfaction with regards to service providers was also noted in a previous study by (Russ, et al., 2004) who found that some parents in Victoria, Australia felt that explanations provided by paediatric audiology services, hospitals, and audiologists regarding their child's hearing loss were unclear, misleading, or incorrect. The information and advice provided by health professionals regarding the use of ass istive technologies is an important consideration for parents who have a child newly diagnosed with hearing loss. Parents in the present study also indicated confusion surrounding why their child with profound hearing loss required hearing aids, when it was unlikely this would be sufficient to access speech sounds. This source of parent confusion was also noted in a study by (Archbold et al., 2002) who found that some parents felt conventional hearing aids provided little benefit to their child. Clearly, parents require detailed information and support regarding amplification technology, including the rationale for the use of hearing aids and cochlear implantation (Archbold, et al., 2002) , and more effective and coordinated collaboration and communication among professionals to ensure parents receive clear and consistent messages.
Information provided by ENT surgeons appeared to influence parent decisions regarding their child's early intervention. For instance, in the present qualitative study, one family was referred directly to an early intervention provider, with no other options discussed, while another family was provided with the contact details of three early intervention providers. The reported lack of information and influence towards certain service providers is consistent with previous research in this area. Eleweke and Rodda (2000) found that the contact and information received from medical or educational professionals heavily influenced a parent's decision regarding their child's early intervention provider. In the current study, some parents reported only receiving selective information. Given that the Joint Committee on Infant Hearing (2007) states that families should be made aware of all communication options and available hearing technologies, there is the potential that the information provided by health professionals could be perceived as being biased. In addition, Sorkin and Zwolan (2008) identified that parents who received little written information were significantly more likely to rate the information as biased towards one certain approach.
Thus, it is apparent, from both the current study and previous research in this area (Crowe et al., 2014a; Decker, et al., 2012; Eleweke & Rodda, 2000; Roberts et al., 2015) , that information provided by health professionals is a key source of influence in the parental decision-making process, with the provision of written health information playing a particularly important role in this process. Interestingly, some parents in the Crowe et al. (2014a) study noted that "professionals presented them with information in a way that allowed them to make their own decision", however, other parents responded that "their decision was strongly guided by a professional who told them what to do" (p. 8). These findings were also supported in the Roberts et al. (2015) study where some parents reported "feeling pushed by professionals who appeared to have their own biased agenda" (p.947). Given the significant role professional influence plays in this process, it is therefore imperative that audiologists, and other health professionals, provide parents with comprehensive and accuate information regarding all habilitation options (Bekker et al., 1999; Marteau et al., 2001) , without any undue bias (Eleweke et al., 2008 ) thereby allowing parents to make an informed decision regarding their child's early intervention (Moeller et al., 2013) . When making an informed decision, parents must consider two important principles: (1) the decision should be a reflection of the individual's values; and (2) the decision should be based on relevant and quality information As well as the need for adequate and accurate information, parents also need to be provided with appropriate emotional support during the potentially difficult time of diagnosis (Eleweke et al., 2008) . Participants in both phases of the present study reported feeling overwhelmed at the time of diagnosis, with a range of emotions expressed that are typical of the feelings experienced by parents as they move through a cycle of grief (Kampfe, 1989; Kurtzer-White & Luterman, 2003) . The importance of parent support in these early stages of diagnosis has been well documented (Eleweke, et al., 2008; Gilliver et al., 2013; Kampfe, 1989; Kurtzer-White & Luterman, 2003; Russ, et al., 2004) . With this in mind, professionals must be trained in delivering information in an empathetic, open, and respectful manner, and must be prepared to take on a counselling role within their scope of practice (Joint Committee on Infant Hearing, 2013; Luterman & KurtzerWhite, 1999 ).
Luterman and Kurtzer-White (1999) also identified a need for parents to be able to contact other parents of children with hearing loss. Social networks provide parents with opportunities to share their experiences with other parents, provide support, and develop coping strategies (Eleweke, et al., 2008) . Of note is that in the present study, only 6.1% of caregivers recalled receiving information from another parent or parent support group, therefore the importance of providing parents with information about parent to parent support groups is an important consideration. The Joint Committee on Infant Hearing (2013) has also advocated for the importance of family support, with guidelines developed and implemented, which encourage family-centred care. In Phase 1 of the current study, 79.4% of caregivers did not report receiving any information or support from a professional counsellor. This is because professional counselling after diagnosis is not an integral part of state-funded services in two of the three states from which the present cohort was drawn. The present results suggest that caregivers who did receive these services were satisfied with the information and/or support they received, lending support to the valuable role these services play. The addition of professional counselling services to services for families of children with hearing loss, along with structured parent support groups, is recommended as a means to further support parents during this emotional time as they navigate their way through the process of diagnosis and early intervention.
Overall, the provision of information and emotional/personal support for parents of children with hearing loss is consistent with a model of family-centred care (SassLehrer, 2004) . Interestingly, research also suggests that patient satisfaction, or "responsiveness" is uniquely predicted by a range of variables within the patient experience, such as autonomy, choice, communication, and prompt attention (Bleich, Özaltin, & Murray, 2009) which are also key determinants of family-centred care (Epley, Summers, & Turnbull, 2010) . The acknowledgement of parents as key partners in decision-making, and a focus on strengthening the family's competence, is vital for positive outcomes for child development (Sass-Lehrer, 2004) . Parents of children with hearing loss have the right to access comprehensive information, in an enviro nment that facilitates their acquisition of new information in a meaningful way (Arango, 2011) .
Importantly, professionals need to mutually discuss with each family the most beneficial method of providing information, strategies or resources at this potentially difficult time (Arango, 2011) . Kessels (2003) highlighted that the information communicated by professionals can have profound implications on the client, but approximately 40 to 80% of medical information provided by health practitioners is forgotten immediately. Thus, clinicians must be aware that families are likely to require information to be provided multiple times. Furthermore, the information needs and dynamics of families may evolve over time (Arango, 2011) . Clinicians adhering to family-centred care must provide appropriate levels of information and relevant information at these stages of the intervention process in order to meet the needs of the family.
The strengths of the current study are its population base, and its inclusion of both quantitative and qualitative data. The written survey of families of 445 children (>95% response rate) revealed that caregivers of children with hearing loss received personal/emotional support and information from a wide range of service providers.
About 85% of respondents were satisfied with both the personal/emotional support they received, as well as the information provided to them after diagnosis of their child's hearing loss. This response rate is very high, compared to that of other questionnaire surveys (typically ranging from 7% to 79% in surveys for adults, Shih & Fan, 2008) . As the survey in this study was conducted on a population-based cohort, these results are generalizable to Australia. The findings suggest that the public health system met the needs of a large proportion of the population.
Detailed analysis of written and verbal comments from some caregivers, however, revealed that there were instances when families perceived that they received insufficient support at diagnosis, and experienced delays in accessing services. In the qualitative study on 5 parents from 3 families, families specifically discussed the emotional reaction to their child's diagnosis, and noted that there was limited information and support available to them during this time. Families also discussed the perceived pressure to make decisions quickly regarding their choice of early intervention provider for their child, and reported confusion regarding the role of service providers during the diagnostic period.
Limitations and Future Directions
The qualitative nature of Phase 2 has provided extensive narrative data that increased understanding about the specific experiences of three families. Although the information was provided by only 5 participants who could not have captured the full range of variability likely to be experienced by parents of children with hearing loss in the early diagnostic period, their comments are broadly consistent with reports in the literature. Future explorations of parental experiences and decision-making will require qualitative research with a larger number of families. Further, the data were retrospective in nature, with participants in this study reflecting on their child's diagnosis up to six years after the event, and therefore, there could have been a recollection bias. However, this study shows how interview data can expand on results from a written survey to increase understanding about parents' perspectives. Future research including a focus on parents currently on their journey of diagnosis and decision-making in the context of current services would provide a beneficial comparison to this study. Further understanding of parents needs at different phases of their child's habilitation would also be beneficial, including the stage of initial diagnosis right through to transition to the school environment.
Conclusion
The current study contributes to the growing body of literature highlighting the perspective of parents who have had a child diagnosed with hearing loss. Results highlight the importance of providing parents with accurate and unbiased information in order to allow parents to make an informed decision for their child. At all times, professionals must consider the emotional needs of parents during the potentially overwhelming time after diagnosis of hearing loss in newborns. The role of familycentred care in this setting is essential, so that the individual needs of each family, with regards to information provision and emotional support, are met collaboratively. Frequency identified in data = number of times category or sub-category mentioned by a participant. 
